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ANAPTHTEO ITO AIAAIKTYO
EZ.ENEITON

EAAHNIKH AHMOKPATIA
YIOYPTEIO YTETAL Abiva 17/2 /2014
rBNII{I’I A/NZI'I AHMOZIAZ YFEIAE & - ap, I‘[pm'r_; Y'l/]'.ﬂ' 01K.15906

TTOIOTHTAZ ZQHX

A/NIH AHMOZIIAL YPIEINHE

TMHMA B’ [I[POZTAZIIAL KAI

IMMPOATOIHE THE AHMOZXIAEL YITEIAE

TENIKH A/NIH YITHPEZIQN YTEIAX

A/NIH ANATITYEHL MONAAQN YI'EIAZ

TMHMA A’- OPTANQEHI NOZOKOMEIQN

A/NIH ITPQTOBAGMIAL PPONTIAAZ YTEIAL

TMHMA I'- KATAPTIEHZ TPOTPAMMATQON

Tay. A/ von Apwtotédong 17- 19 OPDZ: _
Tay, Kbdbixag  ABrjva TK10187 OTIRI IIINAKAZ ATIOAEKTQN ITA

Mnpogpoples @ Kahopa ENEPTEIA
L1p. Xarlnyapaapnovg
TnAtpwvo 2132161326
2132161623
, (21015235508
Pax (210) 5237384
email ddy@yyka.gov.gr

pfy@yyka.gov.gr

EIKYKAIQX
@EMA: «Evpipwon oyetied pe Indviae Noofjpava - IeBjoags

To Ynovpyeto Yyelas, n Zvovioviouxy) Emiponr] Znaviev IMabhoeov, pe tig aovappbdbieg
A/vaeg Anpdalag Yyewrig, Ipatopddpag Gpoviibag Yyelag ke Avdmogng Moviabov Yyelag,
oo mhalowo tav appoblomyrov toug evhpephvouy ot oto N, 4213/2013 (GEK 261 1. A’
/9.12.2013) «IIpooappoyr) mg eOviktyg vopobeolag omg Buarafews g Obnylag 2011/24/EE tov
Evpongtkod Kowvoflovhlon xat tov Zopfovion trg 9% Maprtloo 2011 mepl egapuoytis tev
Buenapdarov tev  aolevov oo rialowo mg  Swwovvoplaxdg  vyoovopuys  neplfaiyng
(LBR/45/4.4.2011) ke dNAeg Swrtd€egs, 1o dplpo 24 uvmpi'pmcﬁ ota  Indvia Noorjpara -
Nabdoes.

Zto ev Aoys apfpo npoPAtietar o opiopdg tev Inaviey Noonuéray - TTabhiueny, 1
avayvopion tov ORPHANET g 1 erdonpn pdom Oebopivev yia tg naliong qutdg n
Suapdpgmon E0vicot Tyeblov Apcong i ovyxpdtnon povipng «Edvixis Emtpents yia ta Zndvia
Nootjperee - FlaBhoegr oo KELY,, xalide xm n efovotobdman yia txboon Kooy Yrovpyikoy
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Attogdoewv nop Oa pedifovy empipong ebdicpa Beptara, petabd autoy Kal Ty xavaypag

twy Inaviav Noanpatay = [ableeny,

Kardimy tav avatépe, ol anobikieg te eykoxkhion nAnpogopobvia yig ta axdAovla:

A. To Yroopyelo Yyelag, o oovepyaoia pe tig appobieg A/vorg 1on Yioupyelon Bpyaalas,
Kowaovikrg Aopahwng xat Tpovowag xan tov IKA- ETAM, npowfoby evipyees obviadng Zyebiov
KYA now Ba polpller Gépara xat Sabwaoleg yia myv aborolnom g pfaang Sedopdvav
ORPHANET ket 1115 xaraypags Tov Znaviav Noonuarov- TTabhoeoy ot xOpe pag pion kat
v Kévrpov TTwronoineng Avannplag (KEITA.).

B To ORPHANET eivai 1) nohn avagopds ywt nAnpogopleg oxenikd pe ta Znavig
Noofjpara-Tiadfoeg kow 1a Opgpavdt Pappaxe - Tpoldvra xat ancvBovetay of dAodg Tovg
EvBiapepopEvons,

Lo v’ ap. npot. 143/14.01.2014 tyypago tou Iventavtov Yyelag tovw Ianbiod (LY.I1)
(cwvnppévo 1), mepiypdperar o oxonog g Pdong Sebopdvoy ORPHANET, ou ompeotes tov
npoapépey, 1) avarntoln autod at evprnaikd eninelo, o péhog ko to épyo tov LY.IT. wg eralpon
100 ORPHANET oe e6vikd eninebo xat ) Srabwaola afonoinang avtod and tovg enayyehparieg

vyeiag xat orowovSijmote dAov evBipepdpevo,

T, Ot wrtpol 1tov vimperodv ok dheg e Movabes Yyelag tov Efvikod Zvonjpatog Yyelog
ke, arov [Buotiké Topdd, kahodviar va afonoujoouy myv &v Aoy nAnpogopnan Mov napiyetal
oto nAaloo g Pdong BeBoptvov ORPHANET, npoxeptvon va avaypdgovial ta Indvid
Noofhpata - IlaBfjoeg pe Tov avriowowo kobwke ton ORPHANET (ORPHACODE -
ORPHANUMBER) ctig wtpikés yvopateboeg, motonomtikd xat Pefaiborg noo yopnyobvea
otoug riohiteg yia v motorolnon tovg and ta KEILA, tov IKA - BETAM xau myv nepavtépe
aBonolnon avtov ya kavaypeagy tev aoleviy, plon g SiaobvSeong g Ev Adyw
TIAGPOPOPNONG e AAAT IIAGPOPOPLIKY TRaTipLTa,

H npoofaon omy ToAn evypépwong rov Orphanet yivetm péow g niextpovuag
Erevbovong: www.orpha.net K oy EMAnvucr TIdAn c1oobov:

Lo malow v avetipe ot watpol txouv m Sovatdtta va avalniooty mhnpoepdpnon
oxettka pe ta LZndvia Noofuata - Tlafhoe, ptom tov pviewrikod tpdnov avalijnong mov

avageprrar oy evorra I'd tov emoeovartdpevow eyypapow too LY.TT
2
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A, To Ynovpyeio Yyeiag npowlel to oxsbiaopd ox aovepydole e to LY.IT, 1o KEEATLNO, 10
Nocnhevtikd [Spoperte, tovg larpucods ZoMdyous xa Tovg abAAdyovs aobevov pe Inawvia
Nootipeeeer - MabAcets, oepd evnpepatixdy exbnidoeay, oepvapiav, HpeplBay kA ywa my
EMPOPRQOT] TV 1TPOY Kat Taw enayyehpanov vyelag tov EZY kat tov 1Buotiked topéa ya v
xaAbrepn aflonolnon tob ORPHANET, oopfaloviag oy tykawpn Subyvaon kay Beparigoikn

avripetdmon tev Znaviov Noonpdtay - Tabtoeoy arnv EAAdbe.

Me v evkawpla Tov eopracpot g Evpunaixdg Huépag Znaviov Mabjoswv org 28
Geppovapton, kahodvrar ou appobior popel ke vanpeoles va npoflody otig anapalnreg
evepyELES Ev)pEpwans, npowbhvtag my napoboa eyxbxAio yia nepaitépe Epapuoyn mg.

Zovhppévo: To tyypago tov LY.IT, oedibeg (5).

H Y®YIIOYPTOZ YTEIAL

ZETTAM. MAKPH
EZQTEPIKH ATANOMH: "
I'p. Yroupyob
Tp. Ygonovpyob kov Mnéla
Tp. Yyponiovpyot xag Maxen
Ip. Tev. I'pappatéa
Tp. [ev. [papparia Anpdotag eria
Tp. Tev. A/ vty N

;;l%s: FIA THN A%PIBEL
A Fwozmwmm

e

Tpdpara tov  Ynovpyeloo  Yye k;ﬁ;,{ Ay i %
EVIEP@ON TOV DIAMAAGY R

B, ZEYYIT
Tepawwg 205, ABrve 11853

9. EXAY
A, ANe€vBpag 196, ABAva 11521

ININAKAZ ATIOAEKTEN I'TA ENEPTEIEL KAl
ENHMEPEIH:
1, TIPOEAPIA THZX EAAHNIKHEZ
AHMOKPATIAX
TpoeSpices Miyapo
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TOY MALAIQY
ABrfva 14/01/14 Yo
Ap. I'tpu.rrﬂ A3 Mot -IL-.;( 3 QCJ -
R -~
MPOZ YI'IOYPFE!O YFEIAE G A ", c& I}i”*"ms

ApigTotEhoug 17
1. Tpagele Yroupyed Yyelag kGpiou Zm. AS. Mewpyiddn
2. Tpagtlo Youtroupyot Yyelag kKipiou Avr, Mméld
8. Tpagelo Yopumroupyou Yyelag kuplag Z, Makpr
4. Tpagelo [evikel Mpapuaréa kualow Med. Kahhipn
5, Tpagelo ey, Fpappatéa Anpoaiag Yyelag kuplac Xp, Mamavikohdou
6. IA/an Anpdmag Yyelag ke Noidtnrag Zwrg
7. Avon Anpdotag Yyievie
8. I Alvan Ymnpeoity Yyelag

8. Alven NowtoBdfuiae ®povriBac Yyeia
10, Ao Avc&'mu%ng hovﬁng Yyelac

Ofpo ZXETIKG pE TRV avayvidpion Thg fdong SeBoptvwy Tou
Orphenet,thv emionun Bdon SeBopévwy yig o Emévie NoofpoTa -
Na8neeg kol medlo avagopds yid Ty moTeToinon Kal karaypaph
QUTWY Kai Tov péAo rou Ivetitodrou Yyelag Tou MaiBiad

AapBdvovtag uTr'oyn To vope 4213/2018 (PEK 281/, A/8.12.2013)
«Mpooapuoyr Tng eBvikrig voloBeaiag orig Biardteis Tng OBNylag 2011/24/EE
rou Eupwmaikol Kovopouliou Kl Tou ulBouhiou tne 8" Mapriou 2011
mepl EQUpHOYNG  Twv  BikaiwWdTwy Twv aoBeviv oto mAaloie g
Diacuvopiakig uyelovouikhg mepiBaAune ke dAAeg Biardeicr kol eilikdTepa
T0 GpBpo 24, Tou agopd ot Zrdvia Noohpara - MadBResis, ore omolo yiveral
CUYKEKPILEV avapopd oTv avaywidipian Tou Orphanet we Pdeng BeBoptvwy
kai medlou avagpopds yia Ty moTomoINon Kat KATOYPAPH Twy ITrdviy
Noonuarwy = Nadfaewy. |

210 mAaloto g ev Adyw Beclikiig puBuiong, o Ivamrodto Yyelug tou
MoiSiov evipeptbver Tig appoBies utnpedies Tou Youpyelou Yyeiog yia o
aKGAOUBG:!

ARYOYNIH: NOZOKOMEIQ MAIARIN «H AFA ZOMIAY 118 27 ABHNA - THA.; 213 20 37 306 FAX: 210 77 00 111
E-MAIL: Inchlith@ otenat.gr
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A) Ta Orphanel civai n il avagopdg via TAnpopoples oxenkd HE O
Imdvid Noohpara-Ma@hcelg  kai ta Oppavd ddppaka-mpoidvra  Kal
arreuBlverar ge dhoug toug evBiapepdpEvaUg (ETayYeAaTies uyelag, popelg
aoBevidy, uTnpeoieg uyelug kA). Zéxog Tou Orphanst eival va cuuBdAel o
BeAtlwan ¢ Bidyvweng, g TEpiBaAyng ka Bepamelag Twy acBeviv e
Zrravia Noorjpata-Nasnoeis,
Or umnpeofes mou poopépet vo ORFHANET pe ehelBepn mpéoBoon
apopouy:
* Tnv amoypagd kal v Ta§ivéunen rtwv omaviwy agleveiliy, or omoleg Exouv
EKTOVN@el He Bdan Tig UTGPXOUCES, BNHOTIEUMEVES Yaivopioeic amd
EUTTEIPOYVILHOVES,
o Mia eyKUKkAoTeIBein Ty omavity aoBeveithv oTd dyyAIKE Kol aTa YaAAIKY, ol
omoleg urabiokd peTappdfovral Kar oTig UTEAOITTES YAWOTES THE I0TooEAIBAC,
* THV SMoYpaQ! Twy OPGaVIV PUppEKwy-TipotovVTWY, ot dAa 1a aTdBia The
ovaTTTUENG, amé v erovopacia «oppavén  (EMA, European Madicines
Agency) Ewg Kai Ty eupwraiky dSeia Kukhogpoplac.
° Eva kardhoyo Twv egeibikeupbvioy  umnpeEcidv, ¢ omolog TOPEXE!
TANPOYopleg yiot e§eIBIKEUpEVES KAIVIKES, IaTpIRA EpyaaTipid, EpEUVNTIKG £pya
ev e6eAl6el, KAVIKES Bokipég, KAVIKG pnTpla, BiKTug, TEXVCAOYIKES TTAQTOOPHES
ke opYavVIiTEIS aoBEviY, oTov Tapéa W oTmdviwy véowy, oe KkdBe uia amd
Tig XtHPES Tou Biktdou Orphanet,
« ‘Eva epyahelo Siayvwarikig Bori@eiug, o omolo etriTpémel groug XproTee mv
avadiirnan He Bdon o onpefia f oupmrbpata e oi'rdwuc; véoou.
° Mict eykukhoraiBieia Twy ougoTdoEwY KAt TWY KOTEUBUVTAPIIY YPOIMKGY
(e8nyiiv) yia v emelyouoa irpiky ppovTiBa kai Ty avaigtneia,
* Eva Sipnvialo evnpepwriké Behrlo, 10 OrphaNews, 1o omolo Bivel (ks
EMOKOTINON TNG ETNGTAHOVIKAG Kl TTONTIKAG ETKAIRSTNTAE OTOV TOMEN TWwV
OTTGVILWV ATBEVEILY KAl OpRaVLIV QOPHEKWY, OTH GYYAIKE KOl YaANKY,
* Mig quAoyH a6 Beparikég exBévelg, To Orphanst Report Setles, e éupaon
o BepeNWBn Béuara, n ool pTopel va kaTéBel dUECT G TV IaTOOEAIBY,
To Orphanet oBnyelar amd pia eupwalky KovoTpatia TephTou 40
XwpUv, n otrola guvrovidetar atré T yahhikd oudsa,
Or eBvikéc ouvroviomikés oMdBeg elvan utredBuves yid guAheyr
TANPOPOPILIY TXETIKA PE TiG EEEIBIKEUEVEG KAIVIKES, TA IOTRIKG EpYQOTpig, TO
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EPELVATIKY Epya ev ebeAifel kay Tig opyév@ce&g aoBevioy ot xpa Touc, Oheg
o1 opddeg Orphanat akoAauBolv tov Bio xdprn OO TAC,

B) Ta Ivemitadro Yyelac reu Naidiog Elval ¢ eralpog Tou Orphanst og

EBvikd enfreSo (RARE DISEASE PORTAL2 Contract No.20091215 ket
ORPHANET EUROPE Contract No.20102208) Zréxog T eMnVIKAC opdBac
efva n akpIBrig QVTITTROCWITTEVDT SAWV TWy EAARVIKLDY Spaothpiothiwy otov
TOMEQ TWV ZTraviwy Noonudrwv-MNadroswy, AuTH 1 oUpLETOXA Exel WG oTéxe
™ Peiiwon g Bidyvwenc, Mg Sixelpiong kot e SiaBeoipdrag
TANPOGOPIDY YiE Tic OTravies aoBveiee atov eAhadikd XWpo kaBwe kar m
BeAtlwon g mpooBaaiudrmrac aviigrowy  TANPOGEPIIY  amd  Tov
EUpWAIkG Xupo, Tpog OpEACS SAwY TWv EAVWY 0oBeviv KOBWS Kar Tou
kdBe emayyehuaria uyelag mou Spactnpiomoieiten oe autéy Tov TOMEQ Z710
TAGITIO TWY UTTOXPEWOEDY Tou Kar Tou POAOY TOU wE EBVIKOY Eralpou, ro
LY.N.  axkohouBtivrae mv  Suabikacla  Trou TRoBAETETQI aTéd 1o
ORPHANET (standard operating procedurs) : .

o ZUMEYE! gToeld Trou apopodv ra Emdvia Nocrﬁpczm ~ MNaédgeig om
Xpa Hag Kar evipepvel cuathHamkd ro Orphanst,

e Exer Snuioupydoer v EAMvikd) T0AN eigéBou gty 10TOoEABT Tou
Orphanet, TPOOREpOVTAL dpeon TANPORSPNEN i Toug EAAnvee
Xphoreg,
loTdrotros ( hitp: 0 at/natl

o Exel apxlost my Hetdepaon TepAfwewy ME TAnpogoples via Ta
Imdvie Noohuora - NuBhoes ota EAMAnvikd of otroles  elfval
NAEKTPOVIKG TrPoOBdoIUEE.

o Bploketal ge Siapkn emikovwvia pe ZuMéyous aoBevtdv e Timdvig
Nocrpara = Modroels ka OUMLETEXEL oty EBvikA LUVTOVIGTIKA
Emrpord yia mie Lrdvies NadAoer,

[} Ev dyel me oUvTagng axeTikrg KOG UtToupyikric aroPaAcg TOU agopd
onig Siabikaoleg Karaypaegiig kal moTemolncne Twy Travioy Noonudrwy -
MaBroeic ka ExBoang oxerikrc EVNMEPWINKAS EYKUKAIOU citd To YToupyelo
Yyelog, to LY. oo mAdlow Wy avwrepwv  Spaermprotitwy  Tou,
TPOKEIEVOU va BiEuKoAlvE] mv Siadikacla aut, wore va avaypdeovra g
Imdvia Noohuarg - NaBroeic pe TOV avrigraixo kwdikd Tou Orphanet
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(ORPHACODE-ORPHANUNMBER) o1ig 1atpikés yvwpareldoel, motamoinTikd
Ko PEBIWOEIC OV XOPNYOUVTGI OTOUG  TIOAITES, TTPOKEIWEVOU  va
marorroindolv avrigroixa amo ta KE.MLA, Tou IKA ~ ETAM, 00¢ EVIMEPLUVE!
yiQ Td TapUKdTW:

1. To LY., oxelidde ot ouvepyasia e 10 Ymoupyelo Yyelag, 1a
VOOTAEUTIKE (Bpluara, Toug laTpikoug OUMOyoug kat  Toug
OUAGYous aoBevav pe Zmdvia Noohuara - Mabhoelg, osipd
NUEPIGWY yit THY EMHOPHWON TWV IXTPWV KXI TWV ETTAYYEALQTIDY
vyelag Tou EZY kel rou ISiTikoU Topéa,

2 H mpooBaon amv NuAn eviuépweng tou Orphanet viveral péow

NG NAeKkTpovikig SieuBuvang: www.orpha.net  xar arnv EAAQviki

MoAn miodBou: hitn://www.orphanei/natlonal/GR-EL .
a. Ma m¢ perappdosg ara EMnvIKG Twy TEpIAfWEWY HE TARPOpoples

yie Zmavia Noghuara - lNaroeig Ba avamiuyBel ouvepyaacia e
ZUMOGYoug aaofevtly Kal dAAoug gopelg, éran wote vo BoBkl
TpoTEPQISTNTY oTi¢ Tredriaei Trou xouv SiayvwaBel ot XWpa pag.
Me Tov TpoTo qutd ag' evdg Ba GieukoAuveel n evnudpwan Twy
TATXOVTWY KOl 1wV EToyyEAuamdy wyelae kol ap' erépou Ba
karay pael apeoa kai Ba elvanl SinBéaiuog o kwdikde katd Orphanat
(Orpha number),

4. EvBarkrikdg tpdrrog avalitnong:  Arrd v kevepikl oeAfBo
rou Orphanet (www.erphanet ), yiverat avalfitnon  pag
acBéveiag pe To Svopd e f pa pla ALEn xAudi (Access our
services : cigdyeral ro évopa tng aoclévaias), ETnV ouvéxe
avolyel pia véa oeAiBa oty omolo 8o emriAeyef amwd plo midavi
Mot aoBeveiwv (Trou £xer Shom n avalirian), N acdévaa
Trou evBidepéper,

Ernv emwopevy oceAlba tou ovelyzt fploxovrar 6Aeg ol
TAnpogopicg yiat ™MV - oUykexpiliévn dodéveiy
cupTrEpiAdpfavopévou Kal Tou Orpha humber,

Karémy rwv avwtépw 10 LY.M. eonyelral ong apuddieg
utrnpecles Tou Ymoupyeiou Yyefag, evéwer tng Eupwrralkiic Hpépeg
Eopragpol Twy Imdviwv Nodfioewv oTig 28 ®efpovaplou, va
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EVHHEPWIOOUY  OYETIKG é;\oﬁg TOUG  ETOMTEUQMEVOLE  (OpElg
MNpwToBaBliaG Kot AEUTEpORGBHIAL njEpIE)ct)\qJng kel opavTidag uyelag,
TROKEIMEVOU ol atpof kel O emayyeharles  uyelae  va
guaigBnToToINBoUy OYETIKG WE TIC TPOCPEPGHEVES amd Tto LY.M.
utTnpedleg ken Ty afiomoinan Tou Orphanst oTa BENaTa ToU agopolv
gra Zmdvia Nootuara-Nabroeis.

Evidnohoylag xar Kuttapixie
rToupylag LY.,
AEBVIKA ZuvToviorpi
Orphanet



